1. Background {#sec75345}
=============

Breast cancer is the most common cancer among women. According to the World Health Organization report, more than 1.2 million people are diagnosed with breast cancer annually ([@A16379R1]). In Iran, breast cancer is also ranked first among cancers ([@A16379R2]). Mean age of women at the time of diagnosis in Iran is 10 years lower than that in Western countries ([@A16379R3]). Iranian women experience this disease between ages of 35 and 44 years ([@A16379R4]). However, survival of breast cancer patients has increased in recent years in younger groups ([@A16379R5]).

Therefore, a relatively large group of mostly young women spend the significant portions of their lives with breast cancer, which requires long-term treatments including surgery, chemotherapy, or radiotherapy leading to some severe complications ([@A16379R6], [@A16379R7]). Women with breast cancer spend the most important years of their life with numerous physical, sexual, and psycho-social complications induced by the disease and its treatments in women who suffer from their damaged identity and femininity because of the disease ([@A16379R8]-[@A16379R13]) prepare the grounds for feeling of inability and loss of control over their life ([@A16379R14], [@A16379R15]). Feeling of inability and loss of control may inversely affect the process of recovery and hinder reconstruction of a normal life ([@A16379R16]). Therefore, one of the biggest challenges for women with breast cancer is to gain competence and ability to control their life ([@A16379R17]) and thus they can manage the current situation and benefit from other empowerment outcomes and feeling of control over life such as making changes, hope in the future and positive self-esteem ([@A16379R18]). Empowerment also leads to access to high quality and proper care ([@A16379R19]), enhanced quality of life, accountability, better interaction with medical staff, satisfaction ([@A16379R20]), better response to treatment ([@A16379R21], [@A16379R22]), preventing the complications ([@A16379R23]), and developing apositive attitude toward the disease ([@A16379R24]). It is expected that the increased patient empowerment can reduce the need for support of the healthcare system, and consequently, it can reduce healthcare ([@A16379R25], [@A16379R26]) and treatment ([@A16379R27]) costs.

Given the important role of women in development, empowering women affected by breast cancer, as a relatively large group, is essential in sustainable development of a country. Empowerment has applications in different areas, and human life improvement is central in every area ([@A16379R28]). Many definitions have been provided for empowerment ([@A16379R29]) and most include personal control, self-efficacy, and self-control ([@A16379R24], [@A16379R30]-[@A16379R35]). Empowerment of patients is a process in which the patient mobilizes and increases her resources and thus finds the ability to control her life, meet her needs, and solve problems ([@A16379R36]). An empowered patient is an informed patient that takes responsibility for her health as much as possible ([@A16379R37]). Empowering patient in health care means promoting self-regulation and self-determination to achieve maximum well-being and health ([@A16379R38]). Despite various definitions and studies in the area of empowerment, its concept is still vague ([@A16379R39]), and achieving clarity requires further research into this area. In most studies conducted to clarify this concept in relation to health care and in chronic diseases like cancer, it has been investigated from the experts' perspective, and the patients' perspective has less been considered ([@A16379R32]). Meanwhile, the feeling of control over the disease and empowerment is a totally unique experience in cancer patients, and cancer patients have different ideas about what causes their empowerment ([@A16379R40], [@A16379R41]). In this respect, Gibson, quoting Rappaport, states that empowerment should be defined by intended people ([@A16379R42]). In other words, the most effective way to define empowerment is to ask cancer patients themselves how empowerment can be achieved for them. Results of the study by Bulsara et al. (2004) that investigated empowerment from the perspective of patients with leukemia emphasize the fact that empowerment strategies, capability to fight cancer, decision making, receiving support of the family members and significant others, overcoming denial, anger, anxiety about future are all means of accepting cancer and seeking ways to control the situation ([@A16379R40]). Furthermore, to clarify empowerment in a particular group of patients, it is best to ask them about it. It is believed that concept of empowerment is affected by particular population and background ([@A16379R28]), and to define it, it is better to define this concept in each specific background separately. In a society with religious and cultural beliefs like Iranian society, in which family is considered sacred, women are dedicated to their husband and children and with added huge role in developmental transition, empowerment of women can have a different meaning altogether ([@A16379R43]).

2. Objectives {#sec75346}
=============

In relation to empowerment in women with breast cancer, especially from their own perspective, very few studies have been conducted, and none of them were found in Iran. This qualitative study was conducted to explain the empowerment needs of women with breast cancer.

3. Patients and Methods {#sec75347}
=======================

This qualitative study was conducted through the conventional content analysis in Isfahan, Iran. Qualitative study is more used for subjects that are less understandable with quantitative methods and sufficient data are not available for them ([@A16379R44]). Since sufficient data on empowerment of women with breast cancer do not exist, especially in Iran, and due to the multi-faceted and complex nature of empowerment, qualitative approach was used in the present study, so that, deeper understanding of participants' experiences of empowerment in this period can be achieved through their free expression of feelings, behaviors, and experiences. Prior to collection of data, and after approval of the proposal by the research council of Isfahan University of Medical Sciences (approval number: 391304), permission to enter the clinic was obtained from ethics committee of Isfahan University of Medical Sciences and hospital and clinic authorities. To comply with ethical considerations, participants were informed about objectives and importance of the study prior to conducting interviews, and took part with informed consent. Interviews were recorded with their permission and they were assured of confidentiality of data. Participants were also informed that they could withdraw from the study at any stage they wished and that their details would remain confidential. In this study, a maximum variation sampling strategy was used. This meant that participants were selected from women with breast cancer referred to special cancer hospital and chemotherapy clinic in different age groups, levels of income and education, and socio-economic classes. Study inclusion criteria were lack of obvious metastases, no previous cases of mental illness, no history of cancer or other chronic diseases, minimum of one year after diagnosis, not in the final stages of disease, and willingness to take part in the study and share experiences. With participants' agreement, face-to-face interviews were conducted in the hospital, at home, or any place preferred by the participant. All interviews were conducted by a research team member, familiar with interviewing techniques. Sampling was continued until the saturation of data, and accordingly, 19 patients took part in the study, accepted invitation to interview, and remained until the end of study. To collect data, the non-structured, individualopen-ended and in-depth interviews were performed. Initially, the following general questions were asked as the interview guide: In your opinion, what does empowerment mean in this period, and who do you consider empowered? What induces feeling of empowerment in you in this period? and, in your experience, what are the empowerment needs? These entailed open and interpretive responses, and then, participants' answers would guide the process of interview and questions. With permission and consent of the participants, interviews were recorded. Duration of interviews varied from 30 to 90 minutes, and the number of interviews varied from 1 to 3 times. Immediately after recording each interview, the researcher listened to the interview repeatedly, and after grasping an overall impression, the interview was written down verbatim, and analysis unit took shape. Then the texts were also repeatedly read line by line, and the important statements were determined and underlined, and their gist was coded. Interviews were coded by three research team members separately, and codes agreed upon in meetings of these team members were merged and initial sub-categories were formed. Codes resulting from new interviews were included in these sub-categories, and new sub-categories thus emerged. Assessment of relationships between interviews, codes, and sub-categories led to modification of sub-categories and formation of the final category.

To ensure accuracy and reliability of qualitative data, scientific rigor criteria of Guba ([@A16379R45]) and Lincoln ([@A16379R46]) were used including credibility, dependability, transferability and confirm-ability. Methods of determining credibility, including review by participants and examination of data by expert colleagues were used. Reliability was enhanced through constant comparative analysis, return to the field (site), and allocation of sufficient time, and constant ongoing communication with participants and presence in the field. To obtain richer data, efforts were made to provide good rapport and friendly and trusting atmosphere for participants. For proportionality, the maximum variation sampling technique was used. Also, confirm ability of findings was assessed through the control of the external observers familiar with qualitative research. To this end, parts of interview texts, together with relevant codes and emerged categories were examined and confirmed by two experts familiar with qualitative research. For dependability of research, the researcher accurately recorded and reported stages and processes of the study, so that others could follow-up research.

4. Results {#sec75358}
==========

Data collected through interviewing 19 women with breast cancer were studied. [Table 1](#tbl19125){ref-type="table"} presents the characteristics of the participating women. Qualitative content analysis of data obtained through interviewing with participants about their empowerment needs led to formation of 3 main categories as follows:

1.  information: the initial empowerment plan,

2.  beliefs: approval of the plan for execution and

3.  skills: effective execution of plan.

These beliefs, skills and information were partly derived from the person, and partly from interaction with others. All of the participants believed that empowerment was an important factor during the disease period ([Table 2](#tbl19126){ref-type="table"}).

4.1. Information: Initial Empowerment Plan {#sec75351}
------------------------------------------

### 4.1.1. Timely and Comprehensive Information {#sec75348}

Receiving comprehensive information that covered all their needs on time and was provided before entering each stage of the disease and its treatment was important to empowerment. Among information needs for the empowerment cited by these women were the relevant information to breast cancer and treatment options, prognosis and recurrence of disease, treatment complications and ways to prevent and reduce them, relevant exercises, diet in this period, lymphedema and its treatment, breast reconstruction, self-care, NGOs associated with breast cancer and peer groups and how to participate in them, and sexual counseling and information."To know what your illness is, what stage of the disease you are in, what are survival chances, things you should do to enhance your chances, things that give you the power and you feel you are doing something to survive". "I didn't know that physiotherapy was for us at all, otherwise my arm wouldn't be like this. It can't be fixed. Nobody tells us anything at all".

### 4.1.2.Continuous and Coordinated Information {#sec75349}

According to the participants' experience, sometimes information received from different sources is incomplete and even inconsistent, which confuses patients. Most of the information that the patients received continues only until the end of the treatment, and afterwards no specific source of information and care was introduced, and patient felt she had been left unsupported."Here, someone would tell me to eat this and someone else would suggest that I should eat anything I want and that it had nothing to do with what I ate. After surgery, another doctor would say, why have they removed your breast in this way, there was no need at all, and another one says I should do this test, and someone else would say, no there is no need. You wonder what is right and what is wrong". "When your treatment is over, even this bits and pieces of information you used to receive is stopped. They should at least give us something that is useful for years to come".

### 4.1.3. Easy and Full-time Access to Information {#sec75350}

Patients believed that a 24-hour source of information was effective to respond to the questions and problems associated with their disease and to prevent feeling of inadequacy. Since patients could use this to ask questions they felt too shy to ask face-to-face, like sexual matters, and the like. "I wish anytime we had a question there was someone to answer it. Sometimes, when you have a problem, you never know whom or where to contact".

4.2. Beliefs: Approving and Equipping Empowerment Plan for Execution {#sec75354}
--------------------------------------------------------------------

Women's beliefs were among the important and influential cases for the empowerment of these women.

### 4.2.1. Accepting the Truth {#sec75352}

Some participants expressed envy toward their peers who had accepted their disease and lived with it like anything else they had. These patients that had problem with their cancer considered their peers more empowered. "I know a lady that believes her cancer is a part of her, just like other things she has. Good for her, she lives in peace. How can cancer be a part of someone? I wish I were like that, but I don't think I can".

### 4.2.2. Faith and Hope {#sec75353}

One of the important beliefs was faith in God, medical team, and oneself. This kept hope alive in their hearts. Faith in God, on the basis that decrees and breast cancer are God's benevolence, expedience, and test gives them a special power to live and motivation to pass the divine test with flying colors."You know, when you see people like yourself, the sense of loneliness and incapability reduces, especially such strongwomen, it is as if they never had cancer and their breast had never been taken off, God bless them".Sometimes patients had experienced the relationships that were with pity or even stigma, which were annoying and hurt their empowerment. Participants believed that the skill to properly deal with such relationships was necessary for empowerment. To avoid these problems, some people had resorted to hiding their disease from others, and only one or two had decisively dealt with these relationships."When they hear about it, they either cry in front of you, or they may even say behind your back, "she deserved it", ''I don't have to tell anyone".

4.3. Skills: Effective Execution of Empowerment Plan {#sec75357}
----------------------------------------------------

### 4.3.1. Ability to Express Feelings, Needs, and Questions {#sec75355}

This was a skill that patients rather needed in this period. Accumulation and suppression of these cases had gradually strengthened the feelings of indifference and passivity in them.

"To be able to talk about your feelings without having to pretend that everything is OK and there is no problem takes the pressure off of you. After all, you have been through a lot and cannot be like before".

### 4.3.2. Use of the Internet {#sec75356}

Participants who were able to use the internet had obtained large amounts of their information needs in this way, and appeared to be more empowered than others. One of the participants was a member of the internet breast cancer support network. "Now I'm able to obtain information I need on the net; about diet, treatment, and questions I may have. When I'm feeling down, I search for things I like; it comforts me. But, poor things, not many people know how to".

###### Characteristics of Participants in the Study

  Participant   Age, y   Education        Marital Status   Occupation         Place of Residence   Religion
  ------------- -------- ---------------- ---------------- ------------------ -------------------- ----------
  **1**         34       diploma          married          housewife          city                 Islam
  **2**         38       degree           married          housewife          city                 Islam
  **3**         34       degree           married          teacher            city                 Islam
  **4**         46       diploma          married          housewife          city                 Islam
  **5**         42       junior high      married          housewife          village              Islam
  **6**         40       junior high      married          hospital service   village              Islam
  **7**         35       diploma          married          housewife          city                 Islam
  **8**         38       bachelor's       married          midwife            city                 Islam
  **9**         64       senior high      married          housewife          city                 Islam
  **10**        38       diploma          married          housewife          city                 Islam
  **11**        55       diploma          married          housewife          city                 Islam
  **12**        53       higher diploma   married          teacher            city                 Islam
  **13**        43       junior high      married          housewife          village              Islam
  **14**        43       diploma          married          housewife          city                 Islam
  **15**        43       bachelor's       married          teacher            city                 Islam
  **16**        60       diploma          married          housewife          city                 Islam
  **17**        40       diploma          married          housewife          city                 Islam
  **18**        42       bachelor's       married          office worker      city                 Islam
  **19**        40       bachelor's       married          nurse              city                 Islam

###### Categories and Sub-Categories of Empowerment Needs With Presence of Breast Cancer ^[a](#fn16309){ref-type="table-fn"}^

  -----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  **1) Information: initial empowerment plan**
  Timely and comprehensive information (14-17.2%)
  Continued and coordinated information (9-11.1%)
  Easy and full-time access to information (7-8.6%)
  **2) Beliefs: approval and equipping the empowerment plan for execution**
  Accepting the truth (7-8.6%)
  Trust and hope (faith in God, medical team, and one-self) (14-17.2%)
  New beliefs (6-7.4%)
  **3) Skills: effective execution of empowerment plan**
  Communicational skills (the appropriate reaction skill to improper relationships, skill to communicate with family members, medical team, relationship with others and peer) (12-14.8%)
  Skills for expressing needs, emotions, and questions (9-11.1%)
  Internet use skills (3-3.7%)
  -----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

^a^ Numbers in brackets represent number of codes extracted and their percentage of involvement in formation of subtheme.

5. Discussion {#sec75359}
=============

In this study, in the experience of breast cancer patients, having information, beliefs, and specific skills were considered as the underlying factors for empowerment despite breast cancer. Although these factors are categorized, they are linked like rings on a chain, affect one another, and are influenced by one another. Like the results obtained in this study, several other studies have confirmed the need for information in the empowerment and impact on health ([@A16379R32]). This means that, with sufficient information, patients feel responsible for promotion of their own health and quality of life ([@A16379R37]). Funnel et al. considered taking informed decision, proper self-control, and understanding the right condition to execute the decision, dependent on having information ([@A16379R38]).

In fact, empowerment of patient begins with obtaining information and education ([@A16379R47]). Thus, it is called the initial empowerment plan. However, the education, as shown by the results of this study, especially in chronic diseases requires continuity. In a study by Gould, 2009, after completion of treatment, patient information and support had been discontinued, and the patient did not know where to go for information and support ([@A16379R48]). This is in line with the results obtained in this study. The relationship between discontinuity of information and support with patient's feeling of incapability is also

confirmed in the study by Paterson ([@A16379R49]). New beliefs that had been created or strengthened in patients after cancer in this study were important in accepting the truth and empowerment. Results of a study by Moc et al. showed that in the opinion of breast cancer patients, changes in thinking are important in the process of empowerment ([@A16379R50]). In the study by Moc one of the stages of the process of empowerment in cancer patients is the new definition and interpretation of the disease, which helps them to accept ([@A16379R51]).

In this study, trust in God, the medical team, and also in oneself, and the hope induced by this trust played an important role in their empowerment. Many studies have shown the relationship between spirituality and positive adjustment to cancer and mental health ([@A16379R52]-[@A16379R58]). Participants in this study considered trust in the doctor and medical team rather due to understanding their thoughts and feelings, than involvement in medical decisions. Some studies have shown that patient's trust is effectively dependent on communicational behavior of the doctor ([@A16379R59]-[@A16379R62]). In the study by Aujoulat and d\'Hoore patients felt empowered when they could ask questions ([@A16379R32]). In a study by Arora et al. emotional support was the most important determining factors in patient trust ([@A16379R63]). Emotional support and listening to the patient is in fact, confirmation of patient's identity, irrespective of the disease; and participants in this study also were unhappy about attention to their disease rather than to themselves, and considered it a factor in creating sense of inability. Paterson et al. feeling of incapability is also confirmed in the study by Paterson argued that distinction between the person and the disease occurs when patient tries to explain her disease and have control over it ([@A16379R64]). This is an important step toward empowerment because it enables the person to perceive herself as a subject, not an object in the process of disease, and naturally, attention to patient's explanation helps this process. In this respect, Stanhope and Lancaster believes that professional people are not necessarily required to resolve patient's problems and emotions to gain patient's trust, but by providing an ambience in which patient can express her emotions can help resolve the issue ([@A16379R65]). In fact, patient's trust is hidden in the answer to the question that "are you perceived as a person?" ([@A16379R66]). Perhaps, the reason for participants considering involvement in medical decisions less important in empowerment is that they have been less involved or rarely involved in decision making and are not aware of their rights in this respect, and that they follow the traditional view induced by the medical system that they know better than you do ([@A16379R67]), and that decision is only theirs. Trust and confidence in oneself was one of the cases that were considered important in empowerment. People that have confidence in their own abilities, consider crisis as a challenge, and believe they can control threatening situations. Such understandings of capabilities, which is called self-efficacy ([@A16379R68]) leads to reduction in stress and depression, performing responsibilities and enhanced quality of life in breast cancer patients ([@A16379R69]) and strongly affect positive behavior and adjustment ([@A16379R70]). Pointing out relationships was frequently present in participants' statements, which showed strong effect of this factor on patient's emotions and experiences. Gibson believes empowerment is facilitated through interaction ([@A16379R36]). In the study by Mok et al. on the concept of empowerment in the view of the cancer patients, empowerment is a process in which patients feel strong on the inside in relationships with people around them like family, friends and health professionals ([@A16379R50]). According to the results of this study, relationships can be both facilitators and inhibitors of empowerment, and patient's skills play an important role in managing these relationships. Relationships mixed with pity, contempt, and labeling patient can have an inhibiting effect, and instead of negative coping mechanisms that were found in this study, patients require skills to properly and decisively deal with these types of relationships. Relationship with the medical team was also important to patients. Relationship with spouse and sexual relationship are the key issues in quality of life ([@A16379R71]), and changes in sexual health can be the biggest problem of patients with breast cancer ([@A16379R72]), which may continue for years after treatment ([@A16379R73], [@A16379R74]). These changes had caused feelings of inability and helplessness in majority of participants to establish a satisfying relationship. This feeling of inability can be due to the fact that in view of most women, sexual relationship has a limited definition and interpretation, and now with lack of a breast, vaginal dryness, pain, and such problems has harmed their relationship and made them incapable. For empowerment in this area, women require information about preserving their sexual relationship with a variety of love making skills and intimacy and ways to improve sexual problems. Usually, there are no specific sources to receive this type of information. In a study by Li (2011), sexual information, compared to other information needs, such as diagnosis, and progress of the disease and treatment had much priority ([@A16379R75]). In a study by Jane a large number of women also needed sexual information, but nearly 2/3 of them had not received this information because they did not know where to go to receive this information, and their sexual needs had been marginalized ([@A16379R76]). Perhaps, these reasons had affected silencing of patients' needs for sexual information. Additionally, cultural reasons could also be involved. Because talking about sexual issues and related subjects are not common in the Iranian culture, the majority of patients shy away from such debates. In this study, participants did not even talk to their spouse about these problems. In a study in Japan, the need for information about sexual changes caused by breast cancer treatments and sexual relationships, was reported the most important information need for these women, while only 10% of the participants had received counseling in this regard, and this counseling was initially with their friends ([@A16379R77]), while providing this information by health experts can reduce distress associated with sexual changes ([@A16379R78]). Relationship with groups and peers was another influencing factor on empowerment in this study. According to some studies, these groups can cause improvement in empowerment ([@A16379R15], [@A16379R79]-[@A16379R81]). The basis in peer-support groups is provision of mutual help and support by patients ([@A16379R82]). The benefits of peer groups include sharing experiences ([@A16379R83]), comparing one another in similar circumstances ([@A16379R84]), and feeling less lonely ([@A16379R85]). Information exchange ([@A16379R86]), helping others and resulting mental health ([@A16379R87]) all help empower patients.

Participants that used the internet obtained their information in this way. Kuijpers et al. showed that the internet and intervention through the internet has beneficial effects on empowerment of patients with chronic diseases ([@A16379R88]). In a study by Hoybye et al. the internet was a means of information and experience exchange among women with breast cancer and also a means for finding strategies of living with cancer ([@A16379R89]). Although breast cancer is the most common type of cancer among women worldwide, including in Iran, where mean age at diagnosis is ten years lower than that in Western countries, empowerment of relatively young women appears highly imperative. However, this study was conducted in Iran for the first time, and it seems the non-structured and in-depth interviews and prolonged communication of a researcher with the participants have produced reliable data, which can lead to more valid results. This study was conducted in the city of Isfahan, where despite similarity to other places in Iran, it was limited in generalization of the results (like other qualitative studies), and thus it is necessary to repeat the study in other locations with different cultural backgrounds. Moreover, it is recommended that role of factors obtained in this study be examined experimentally and interventionally in empowerment of women with breast cancer in future studies.

Empowerment is an essential need of women with breast cancer and the medical team has a major role in providing and facilitating this need. To provide this, factors found in this and in similar studies that explain empowerment needs from patients' experiences should be considered and used when treating these patients and in education and counseling programs.
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